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A Test Unlike Any Other 
Jacqueline Savard, 2015 
My story of direct-to-consumer personal genome testing (DTCPGT) differs from many of 
those published online because it was inspired not so much by a desire to understand my 
background or my future but by a research interest in DTCPGT itself. A desire to know what 
it is that is so compelling about DTCPGT. My PhD project was about understanding 
Australian consumers’ knowledge, attitudes, and experiences of DTCPGT. So to understand 
DTCPGT better I became a consumer myself. In reality, of course, my personal interest in 
DTCPGT dates back to when I first started studying genetics in secondary school. Indeed, 
had these tests been available when I first learned about DNA, I would have been among 
those first in line to purchase it. While that naive enthusiasm is still within me, it has been 
tempered over time to the extent that when I eventually had the test results before me—I 
didn’t look at them right away, but wondered whether I really wanted to know what it 
would tell me. But, I am getting ahead of myself—to understand my story, I need to explain 
how DTCPGT was at the core of my research but how it has also transcended it.  
When consumers purchase a DTCPGT, it is a ‘one time’ experience. They get their results, 
make sense of them and then go about their life with this added knowledge. (At least this 
was the story present in the literature and the story many participants described when I 
interviewed them about their experience of testing.) But for me, my testing experience and 
the results have been a companion for me throughout this project and continue to exist in 
my life—assuming different roles when and if I call upon them.  
After I ordered my test, the testing kit sat on my desk for three months before I even 
ventured to open it. I was not in a hurry to send in my sample to be tested. I found that the 
longer the testing kit sat and ‘looked at me’ from my desk, the more I built up in my head 
what it meant and what it could tell me about myself. This created in me anxiety about 
threats to the certainty of my life—a conflict between what I knew about myself and what 
my genetic test could tell me. To address this concern, I set out to document more clearly 
what I already knew about my family and myself. When I did this, I was surprised to find 
that there was a lot that I did not know. And so, I decided to leave Australia, where I had 
been living and studying for nine years and return to Canada to visit my family and spend 
time trying to answer questions about my origins and my family story that I found I could 
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not answer on my own. So I spent two weeks with my family, accumulating over five hours 
of recorded interviews and generating family trees populated with over a thousand names, 
dating back to the mid-1500s. While I struggled to make sense of some of this information—
it undoubtedly enriched my narrative ‘identity.’  
After researching my family, I set myself a ‘spit day’—or more accurately, a deadline to 
submit my sample—as this would represent my commitment to testing and finding out 
what my genetics could tell me about myself. Or so I thought. Even after I had sent off my 
sample, I was still hesitant about whether or not I wanted the test results. Most of this 
anxiety concerned the legitimacy of different forms and sources of information about 
myself, and what would happen when these different sources were inconsistent. Would the 
information I found out about myself from researching my family be any different from the 
information I got from my genetic test? The more I thought about it, the more I was worried 
that my narrative research and my genetic research may present me with different versions 
of information about myself—forcing me to ask, which do I believe to be the most true 
about myself?  
Struggling to make sense of new insights into oneself, or new experiences, is of course, 
neither unique nor limited to genetics. I constantly make sense of my life in light of new 
information; and continue to grow and change as a person the more I interact with the 
world and the more experiences I have. This particular experience, of becoming a consumer 
of DTCPGT unsettled me. By creating deadlines, by trying to systematically document my 
narrative of self and by going through testing in an ‘organized’ fashion, I became acutely 
aware that I was both subject and object, I was experiencing DTCPGT but also describing 
and critiquing it. Thus, I was at once excited by the science, critical of what it claimed and its 
place in the market and apprehensive about how it would challenge the comfortable 
certainties of my life. In the end, however, when I finally opened my test results, neither my 
scientific curiosity nor my sociological cynicism was completely satisfied. Instead, when I 
opened my results, what I felt was a ‘happy disappointment.’  
I was happy because it did provide me with information about myself based on my 
genetics—which itself was fascinating to look at and dig through. But, the results were 
disappointing because they didn’t really provide me with much insight into myself. They 
provided to me a variety of risks, odds ratios and predictive results that might, maybe one 
day, be applicable to my health or life. What this means for me is that the results were not 
defined by science, but by me. And this, in the end is what I found disappointing, because it 
did not offer me much of anything really, or at least nothing new. If I compared what I knew 
before testing to what I now knew after testing—I really was no further ahead. All I had was 
this additional information, additional data that was of uncertain veracity, uncertain 
relevance and uncertain value. I had more information about myself, but little new 
knowledge.  
This proliferation of uncertainty, for me, was entirely at odds with one of the reasons why I, 
and many others, pursue DTCPGT—to get certainty. Academically, of course, I knew this test 
would not provide me with answers to questions I had—that the tests only provide 
predictive risks that are not specific to my life or my health—but are mainly based on 
epidemiological analysis of variants I have at certain points along my genome. The presence 
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or absence of these variants is simply computed according to the company’s logarithm to 
provide a “personalized” risk profile. But despite my familiarity with what DTCPGT offers, I 
secretly hoped that there would be more. More detail, more specifics, more certainty. 
When I think about risk and how I understood risk—before and after testing, my 
expectations were not at all in the realm of what the test could offer, but instead, were 
informed by what I wanted the test to be able to do. That was part of the disappointment—
the difference between my expectation for these tests and the reality. Paradoxically, 
however, the experience of having a DTCPGT did teach me something about what matters in 
one’s life and how experiences and information each can profoundly change one’s world 
and one’s self.  
At the time I did this test, my life was similar to that of any other PhD student—busy with 
deadlines, too much to get done, and never enough time to complete it all. Amidst this 
normal chaos, my mother became terminally ill and passed away not long after. This single 
event challenged everything—what I valued, what I wanted to do, where I saw my future 
and who I was. It also forced me to re-evaluate what my genetic test results meant to me. 
This was not an easy process. But it revealed, more than anything else, the profound 
limitations of genetics and of scientific data of any kind. To look at a computer screen and 
see predictive risks for certain conditions that have never been a part of my family history—
was no longer meaningful to me. In light of the reality my family had to deal with, possible 
genetic futures became secondary to how I lived my life—in terms of my physical and 
emotional well being and in terms of the relationships with those who mattered to me. This 
experience of loss was all consuming, demonstrating to me quite clearly how people 
transform technology and science, much more than it transforms them. My genetic test 
results gained and lost meaning within the reality of my life. This does not mean, of course, 
that they had no meaning, but that only meaning was constructed and bounded.  
Ultimately, I have learned valuable lessons from my experience of testing. First, testing is 
not simply a matter of what data the test provides—it is the product of my expectations, my 
life experience, and how I understand and attach meaning to it. And this was not a simple 
process, for it required me not only to question what I knew about the technology and how 
it could be used, but also to question what I knew about myself, how I saw the world and 
how I chose to exist within it. These were all processes I resisted and at times avoided. This 
was the other lesson—that testing did alter who I was and who I am now. The changes are 
not drastic, but like many changes in life, is it the small ones that slowly evolve, that remain, 
and that take us far from the start. My DTCPGT experience set in process a small change, a 
ripple throughout my life, a tremor. Like other dynamic shifts this may grow in time, or it 
may fade away. It may be destructive, or more likely it will leave the smallest imprint or 
inscription in my life—adding to my story, but not disrupting it. In that regard, I remain 
curious, hoping, perhaps that in ten or twenty years from now, I can recognize the impact of 
DTCPGT and conclude that they were indeed, for the better.  
 
